Introduction
Being diagnosed with MRKH can be scary, frustrating, confusing, and sad. Everyone reacts differently, and all of these reactions are normal. We spoke with some MRKH patients about how they first reacted when they were diagnosed, what they wish they had been told and what their biggest worry was initially. The following section reflects these thoughts.
FIRST REACTIONS
When I first found out I had MRKH, I... Coping with a new medical diagnosis takes time and skill to learn what is most helpful for you. Everyone is different; however, women who share a diagnosis often have greater insight into effective coping strategies. In the following section, young and adult women offer advice on ways to cope. As you read their suggestions, try coming up with your own personalized list of strategies.
COPING
I found the best way to cope is... If I could tell a newly diagnosed girl one piece of advice, it would be...
Be strong, don't be scared to speak out, you're not the only one.
Come to the conference! Wait until you're ready for treatment.
You are a beautiful, normal girl, and there are people just like you out there who are willing to help.
I know it feels like your entire world is caving in on itself, but believe me when I say that you are going to be so much stronger from this, and in many ways, it gets better. There is an entire community of incredible women from all over the world who are there to be with you through all of the highs and lows of your life -MRKH related or not, so get to know them-they are some of the best people I know.
It's okay to cry.
Make sure you find a knowledgable doctor about this, even it if means traveling.
Take time for yourself, breathe, and know that you are loved by so many people.
Make connections with good friends and people who can support you and understand how you feel without needing to cure the problem! Just to sit in the pain and loss with you Allow yourself to be vulnerable and connect with others. It's the best comfort! 
TELLING FRIENDS AND FAMILY
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The following pages are authentic reflections of young and adult women diagnosed with MRKH. The collection includes: stories and experiences, college essays, and a conference presentation. Some of the stories or parts of them may resonate with you, and others, not so much. Keep in mind that the authors of this amazing collection have had time to process their feelings and, in some cases, even embrace MRKH. Accepting a new diagnosis takes time and is very individualized. As one author notes, "not all girls that have MRKH can speak openly about it-which is completely understandable." We hope that knowing you are not alone and that others care about you and your well-being will provide you with strength and the knowledge that it will get better.
TESTIMONIALS
Everything is going to be alright. One of the first things they did was a pelvic exam. The exam lasted about two minutes, because when the doctor attempted to insert the speculum (the instrument they use to separate the walls of the vagina), it was blocked. She was not able to insert it at all. This put an end to the examination, and the doctor informed us that my vagina was abnormal and referred us to another hospital for further testing.
This hospital did various blood work and imaging, most importantly an MRI. The blood work was to verify that I am, in fact, female. The results came back with the normal chromosome of XX (100% female!)
Then came the results of the MRI. Through the MRI, they discovered that my uterus is completely absent. They were only able to locate the right ovary, which is "abnormally located". They were not able to see a left ovary (although I will note that another doctor found it 4 years later).
The doctor called my mother and told her the results, and she struggled with how to tell me. It took her a few days, but she finally sat me down and explained the little bit that she knew and what the doctors had told her.
We went back to the same hospital 4 more times after my diagnosis, and each time we left more and more frustrated. The doctors just didn't seem to know anything about MRKH, and did not have any answers for us. One doctor did mention, vaguely, that there might be surgery I could do to fix the "not being able to have sex" issue, but he didn't know anything about what the surgery entailed and never told us where we could go for more information. And after those 4 visits, where we left with no answers and more questions, the doctor visits stopped.
And to be honest, we just left it at that. Because the doctors had obviously never experienced this before, we felt that what I had must be very rare. We didn't know where to go for help, and didn't even know where to start. The doctors we had seen didn't have any answers for us, and I felt like a freak. I just wanted to forget about it... I felt so alone in the world and I didn't want to dwell on something I couldn't change.
It wasn't until I did my own research, years later, that I began to understand MRKH better and realize that it was nowhere near as rare as I thought it was. And after so long of feeling so many different emotions about living with MRKH and having nobody to relate to, it was an amazing discovery.
A lot of my diagnosis process was frustrating. The lack of knowledge from my doctors was a big issue… I had so many misconceptions about MRKH and what it was due to their inability to really explain it to me, and I really didn't know how to describe it to people. I mostly kept my diagnosis to myself, firstly because I wasn't sure how to explain it and secondly because I was ashamed and embarrassed about it.
It was my own irritation at my lack of knowledge that drove me to start researching it, and discovering how many women were really out there that were struggling with the same things I was. I recalled the past ten years of my life as I started building relationships with MRKH women all over the world, and realized how much easier everything would have been for me had I known that there were so many women out there to speak with.
It was because of this that I decided to be open up about MRKH, and to share my story with as many people that would listen. Not all girls that have MRKH can speak openly about it, which I fully understand and can sympathize with. However, there are a few of us that feel comfortable speaking up and we will continue doing so with the goal in mind that nobody with MRKH should feel alone. It certainly hadn't ever occurred to me.
Learning about my condition made me rethink my entire future. There were so many new things to consider now. How will I have a child if I truly want one bad enough to go through the long legal process of adoption or the major cash of the procedure for surrogacy? And even before that, how will I find a man that will accept me for what I am? I could barely accept myself.
It has taken a lot of thought and a long process of healing that will never truly end. MRKH has become a major part of my life and some people say not to let it take over my life, but to be honest, it already has -right from the start. Not many people understand and so it's easier to explain it in a context that they can relate to better: it's like losing a loved one and thinking of them multiple times every single day. With me, it's the fact that I lost a dream that never even existed.
What do you want to do with your life? The opportunity to meet other young women was amazing. At the end of the day I knew I couldn't wait another year to talk to these girls, so before the conference was over, I took the initiative to make sure that all of the girls could keep in touch. I found a blank piece of paper, set up columns for name, phone number, email and Facebook name. I passed the paper around the room so that girls could add their contact information (they could opt out if they didn't want to participate). Next, I
photocopied the information so that everyone could have a copy of the list before they left. A few days after the conference, I created a private Facebook group titled "Fighters". I'm so happy to tell you that we now have over 300 members! My group has people from Canada, Mexico, Poland, India, Ireland, England, Nova Scotia, and all over the United
States. The group is now connecting girls diagnosed with MRKH from around the globe so they never feel alone, and to me, this is a huge accomplishment.
-Dani

Weeds
Life, and growth,
The vines that weave the earth and its inhabitants together. It would be many long and barren years Before I realized that creation of life has more than one meaning.
More than conceiving
Flesh and bone.
-Olivia
A College Essay When my doctor was explaining this condition to me, she was handing to my mother and father various packets of information. I remember feeling overwhelmed with the amount that I had to learn about myself, I remember feeling numb all over. I kept on asking myself, "Why?" I couldn't speak, I
couldn't make eye contact or move. They all stared at me expecting a reaction but I couldn't give them anything, I felt empty. I struggled with the diagnosis and the feeling of not being a complete woman is devastating.
On top of getting a tough diagnosis, I was expected to also continue on with regular life--and that was the hardest. Since coming here for the first time, I've met a lot of women with MRKH, and one thing that always strikes me is that MRKH doesn't target any particular type of person. We are all coming from different backgrounds, cultures, beliefs, perspectives and personal experiences, and each of us has a story to tell. We are also coming from different stages of MRKH in our lives, so we may be trying to navigate our way through different challenges at the moment. However, whether you're here because you're a parent trying to support your daughter, a sibling trying to support your sister, a partner trying to support a partner, or a young woman trying to find support for yourself, we are all here because we are trying; trying to seek out information that will help us to understand a condition that is not wellknown, trying to find support for ourselves at a time when we may feel very isolated, and trying to offer support to each other by sharing our own experiences, and listening to those of others. So I hope that by the end of today, you leave feeling informed and supported, and that perhaps you may even find it more difficult to walk back out through those revolving doors than you did to walk in. I will always remember something that my Dad's aunt Jennie, one of the dearest people in the world to me, said to my parents when she learned of my diagnosis. She said that she had noticed a sadness in me, and that she could see that my "little sparkle" was gone. It broke my heart, because I so desperately wanted to be that person with the sparkle in my eye, both for myself and for those people who cared about me so much, but I didn't know how to re-engage with a world that I no longer knew how to be in, and I couldn't find a way to re-connect with the person that I used to be. My diagnosis didn't come with an instruction manual on how to cope. The only information I got from my doctor was a post-it note, and on it written, "MRKH".
So hearing it out loud again felt like being kicked in the stomach. But without giving it much thought, I decided to start treatment using dilators -at the time, it felt like there were just so many aspects of MRKH that I couldn't control, and this felt like a problem that had a solution. So I spent a few days in hospital and continued treatment at home three times a day, every day for three months. It was one of the most physically and emotionally demanding experiences that I've ever faced, but I just wanted to get it over with. And at the end of three months, they told me that I was done and that I would never have to use a dilator again. So I went home and tried to erase it from my memory.
But when I attended the conference here for the first and second time, I realised that I had been given the wrong follow-up advice. I heard the consultant say that when you're finished with treatment, you still need to continue to use a dilator about once a week. So two years after finishing treatment, I came here for a second opinion and it confirmed my fears -if I wanted to have treatment, I would have to do it all over again. I was devastated -I was so angry and frustrated and upset that I had gone through so much for nothing. MRKH had taken me to three different doctors, in three different hospitals, in three different countries. But they say that the third time's a charm, and in this case, it most certainly was.
I often feel like whenever I have an 'MRKH-related' experience, I leave a piece of myself wherever it happened, and I carry a piece of that place with me. Sometimes I wish I could rescue myself from those places that didn't treat me with the care that I deserved, but when I think of the piece of myself that is here, I feel safe and supported. Here, I was treated with kindness, compassion and respect. They saw me as a person first and a patient second and I knew that I had the power to make a decision that I was comfortable with. So although it still wasn't easy, when I decided to go through treatment for the second time, I could trust that I had been cared for properly.
After that, I started to get more involved in these conferences by co- was fine. I had overcome MRKH and I felt invincible. I was so strong that there was nothing that could get in my way. But sometimes when you go through a traumatic experience, it can feel like you're hurtling through it at such speed that you don't really get a lot of time to just pause, and breathe, and process what you've been through. And then when you finally do get a chance to breathe, it can all come crashing down on top of you.
Three years ago, I had just finished my undergraduate degree, had taken a year off studying, and worked part-time. So for the first time in a long time, I had a lot of head space think about all that had happened to me since the day I was diagnosed with MRKH six years previously. I began to relive all of those experiences that caused me so much pain. Unwelcome flashbacks flickered through my mind day in and day out, and that suffocating, panicky feeling that I once knew so well reintroduced itself to me. At a time when I thought that I had "overcome" or "accepted"
MRKH, it started to intrude into my life again and it caught me off guard.
It scared me, because I once again had that fear that I was losing to it and that I wasn't strong enough to cope. After six years, it felt like I was waking up from a trance and frantically trying to grasp on to some sort of explanation for why this happened to me, and trying to make sense of something that made no sense to me at all.
I had always prided myself on the strength I showed in dealing with MRKH, and I was sometimes reluctant to seek help when I may have needed it. But when I started to feel those feelings again, I decided to take on board a piece of advice my Dad had offered me when I was first diagnosed: "Please don't let your inner strength become as much a burden as it is a help". So I booked an appointment with a therapist.
I decided that I owed it to myself to find a space to talk through my experience of living with MRKH and to give myself the time I needed to try to understand it and find a place for it in my life. And although it was deeply challenging at times, that decision turned out to be one of the most rewarding, and life-changing decisions I have ever made.
In the beginning it was difficult to allow another person to delve so deeply into an experience that felt so private and personal to me. It was hard for me to allow myself to feel vulnerable and to talk about the parts of MRKH that made me feel so unsettled and upset. But as the weeks went on, I
found myself talking more openly and honestly about how I felt about MRKH than ever before. And in doing so, I gradually teased apart the knots that MRKH had tied so tightly in my head. I have learned so much about myself since then and I have gained an insight into myself that I know will be invaluable to me for the rest of my life. I have learned that sometimes, it is okay not to be okay. I have learned that it is imperative to honour the sadness, the grief and the loss that I have felt since being diagnosed with MRKH. But perhaps most importantly, in giving myself permission to honour my experience, and in giving myself the time and space I needed to find meaning in that experience, I have given myself the freedom to honour my life; to give all of myself that I have to give, and to embrace all of the opportunities that life has to offer.
I know myself well enough to know that there will be times when MRKH is tough, and upsetting, and pushes me to my limits. But I also know myself well enough to know that during those times, I will have a greater capacity to cope because of all I have achieved in the past 9 ½ years. I trust in myself enough to know that if there comes a time when I want to have a child, or indeed do anything that I feel I can't do because of MRKH, I will make those things my priority, and do everything in my power to make sure that they happen. So in moving through your life with MRKH, please give yourself permission to honour your sadness, your grief and your loss. But also give yourself the freedom to honour your life; give all of yourself that you have to give, and embrace all of the beauty that life has to offer. And remember that although the meanings that we all find in MRKH may differ, each and every person's experience is just as important, just as true and just as valid.
-Susan
The first MRKH conference I went to was my first opportunity to learn about a piece of me that I had to acknowledge. When I started listening, I
was overwhelmed by the experiences of other women that understood.
I suddenly recognized that I wasn't alone. I became determined to learn as much as I can about who I am. I didn't choose MRKH, but it always was a part of me. I was still myself. I gained a new understanding of my body.
Even though I got that new insight, I was still recovering. Everyone needs time to heal when they are hurt. I know that it is tremendously important to practice self-care and mental wellness. It took a while to find something My therapist also told me once to be selfish. Obviously, don't disregard thoughtfulness and respect for others, but be concerned with your own personal indulgence. Find least one thing a day solely because it makes you happy. Use that selfishness to get out of your comfort zone, become the boss of your own life. I wanted to experience life as much as I can. I pushed myself because I didn't want to be vulnerable anymore. I went rock climbing, despite being terrified of heights. I'm no expert and I still get that gut wrenching feeling as I climb higher, but I learned how to trust my body. I went Ecuador for community service and to complete a three-day trek through the mountains. That's when I found my passion for hiking.
Since then I have returned to Ecuador, and I plan to keep returning to South
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to explore, trails to triumph, and borders to cross. It's been a long process but I've learned to fall in love with things I feared. I continue to motivate myself to experience everything I can.
I want you to know that every choice you make happens on your own terms. Talk when you want to talk. Take care of your body, take care of your mind. Get out of your comfort zone, and become the boss of your own life. I have become proud of who I am and I'll be proud of the woman I'll become. If I can learn how to love something like my fear of heights, I can learn how to love my MRKH.
-Claire
